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Section |: Goals, Objectives, and Hypotheses

Goals

The primary goals of this project were to imprownel-®f-life care and pain management
for nursing home residents with advanced dementi@@New York City nursing homes.
It was also hoped that there would be a changaltare at both facilities to support and
reinforce these improvements to end-of-life caré pain management

for residents with advanced dementia. In workmgdrd these goals, each resident’s
family or identified surrogate was invited to peigpiate in several meetings to learn more
about this project and to offer their perspectiuetme care given to their loved one.

In striving to achieve these goals, Advanced Ikn€are Teams (AICT) were established at
both nursing homes. AICTs are interdisciplinagns that encourage the participation of
medical, nursing, pastoral, recreation, rehabititgtand social work staff in the
development of individualized care plans for restdavith advanced dementia. The
concerns of family members also shape and infoerc#ne planning process through
ongoing communication with nursing home staff apgartunities to participate in the
AICT meetings.

Objectives
The AICT model of care was instrumental in workiog/ards these overarching goals.

Given the important role played by the AICT in thi®ject, several objectives were
specified to evaluate the effectiveness of the Al@Tsure its survival, and to make this
model of care available to other facilities. Thés@& objectives are listed below.

1. Evaluate the effectiveness of AICT for improvihg quality of life,
adjustment, comfort, and participation in healtreadecisions of
surrogates and nursing home residents with dementia

2. Evaluate the effectiveness of AICT for improviagily members’
satisfaction with the care of residents with denaent

3. Ensure that the AICT program continues in the participating
nursing homes after the study ends.

4. Prepare an AICT implementation manual for diseatron to other
nursing homes in New York State.

In operationalizing these objectives, residentmff@zanam Hall (Queens) and from St.
Patrick’'s Home (Bronx) were recruited to particgat this study. Residents who met the
screening criteria for participation in this stuglgre randomly assigned to AICT or UC
(usual care wait-list control) conditions.

Hypothesis
The hypothesis for this study was that nursing hoesalents assigned to the AICT would

experience significant (p < .05) decreases in ghstomfort, depression, and agitation
compared to residents assigned to the UC condition.
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Section |1: Background and Rationale

There have been numerous calls in the literatyrecholars and clinical nursing home
staff, for research into better end-of-life (EOlye programs and practices for persons
with advanced dementia (Mitchell et al, 2004; Veti& Hurley, 1998; Volicer & Bloom-
Charette, 1999). However, there have been fewnateto evaluate intervention methods
to improve EOL care for nursing home residents wegmentia. The importance of this
issue for residents and their families demandswiediearn more about EOL care in spite
of the difficulty in carrying out research with shpopulation.

The difficulties in conducting this kind of studclude applying rigorous research designs
in the nursing home context and establishing measent approaches for residents who
are non-verbal or who can’t self-report reliablyhere are also important ethical and
regulatory considerations which staff and famitesd to avoid until a medical crisis
occurs. Although these can be significant chaksnghis project utilized methods that
addressed these challenges in a rigorous, humagecgentifically sound manner.

In view of the challenges associated with carrgaogresearch in the nursing home setting,
why use this setting? This setting was chosenusecancreasingly, nursing homes are the
site of terminal care for older adults. Nursingrtes have an annual mortality rate of over
25%, and this rate has been rising over the lageafs (Hanson, Henderson, & Rodgman,
1999; Holzman & Lurie, 1996; National Center fordith Statistics, 1996; Zerzan, Stearns,
& Hanson, 2000). More than 500,000 people die aliyiin nursing homes, representing
about 20% of the total mortality in the United $ta{Federal Interagency Forum on Aging
Related Statistics, 2000; Zerzan, et al., 2000yethis mortality rate, it is projected that
over 20,000 of the almost 120,000 people in nuremges in New York State are likely to
die each year (AARP, 2000).

In respect to individuals living in nursing homadjas been estimated that 50% to 70%
have dementia (Rovner & Katz, 1993), and this dene rate is not likely to decrease in
the near future. This prevalence rate is notyikeldecrease because dementia increases
exponentially with increasing age (Khachaturian &Rbaugh, 1996) and, in the United
States, longevity is on the rise. With this agmighe American population, particularly

the explosion in growth of the oldest-old (thosero85), it is expected that more and more
nursing home residents will have dementia. Thiggrated increase points to the growing
need for EOL care, including palliative care measufor nursing home residents who are
terminally ill.

While there is a growing need for EOL care in mugghomes, hospice care is not being
used to meet this need (Casarett et al, 2005hoAgh the use of hospice, in general, is on
the rise, the growth is attributable to patientseasing this service from settings other than
nursing homes. According to data from 1997, offydf nursing home residents were
enrolled in hospice care programs which is abo@t d8all hospice patients (Zerzan et al.,
2000). Even though dementia is a terminal illnessst hospice programs do not provide
services to individuals with dementia even if tlaeg in an acute care setting. In fact, only
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21% of hospice programs served dementia patiergsyrsetting i.e., community, hospital,
or institutional (Hanrahan & Luchins, 1995).

There are several reasons for this low level dization. First, health care policies
discourage the use of hospice care among nursimg hesidents with dementia because it
is often difficult for nursing homes to certify tithese residents are in the last six months
of their lives. Dementia has a lengthy deterioig@ttourse and even the end stage may last
two or three years (Schuster, 2000). Second, @iseinent schedules favor restorative
care and technologically sophisticated procedul@siware more intensive and specific in
focus than palliative approaches. Finally, theeeadso concerns about charges of health
care fraud resulting from the inappropriate cexdifion of individuals for hospice services.

Despite the lack of hospice care in nursing hortiese is some evidence from studies in
other settings that hospice and palliative caréddcenhance nursing home services because
these approaches are more effective than the aataleceived by terminally ill patients
(Hearn & Higginson, 1998; Miller, Gozalo, & Mor, @0). A more recent illustration of

this can be seen in a study of New York State ngrebmes. This study found that
residents with advanced dementia are not treatésfmsnally ill patients and, therefore,

are more likely to suffer through aggressive mddidarventions than residents who have
cancer (Mitchell, Kiely, & Hamel, 2004). Thesedantentions often result in inappropriate
transfers to hospitals and “may be associated pathr quality of care” in the nursing

facility (Saliba, et al., 2000, p.154; Ouslandegiwberg, & Phillips, 2000).

Further compounding this issue of inappropriatedfars from nursing facilities to
hospitals are the potential problems with aggressiterventions in patients moving
through the last stages of a dementing illnessei@éstudies have shown that in residents
with advanced dementia, interventions such asaatiinutrition and hydration may not
extend life but, rather, may cause painful sidecf (Gessert, Mosier, Brown, & Frey,
2000; Huang & Ahronheim, 2000; McCann, Hall, & Gratuncker, 1994; Mitchell, Kiely,

& Lipsitz, 1997). The AICT, like hospice and othmlliative care approaches, offers an
alternative to EOL care that closely monitors pamd encourages the establishment of
advance directives as a way to give the patienerontrol of the dying process.

The issue of patient control is central to altaxgatare approaches but is often absent from
traditional care. A study examining the impleméotaof the Patient Self-Determination
Act (PSDA) in New York City nursing homes found tlealy 37% of the homes had
written procedures to determine a resident’s desisnaking capacity about advance
directives (Mezey, Mitty, Rappaport, & Ramsey, 199& more recent study found that
documented discussions of advance directives higdrammreased from 20.3% to 36.7%,
and that discussions were narrowly focused, subggestat residents’ and family
members’ roles in medical-decision making weretahi(Bradley, Peiris, & Wetle, 1998).
In a qualitative evaluation of the impact of PSD¥#alker and colleagues also concluded
“problems concerning the roles of institution, faes, and staff in promoting resident
autonomy persist” (Walker, Bradley, Bechner, & VEel998, p.83).

The AICT respects the autonomy of the residentearmburages the involvement of family
members whenever appropriate. This is anothenriedhat AICTs share with hospice and
other palliative approaches that emphasize familglvement. The needs of both patient

4
NYS DOH Dementia Grants Program 2003 Project



and family guide care planning and treatment dexssi This is important because studies
have found that families would like doctors, nursesl social workers to offer social
support and information on medical and follow-upecé&they choose to forgo treatment
for their spouses suffering with advanced Alzheimdisease (Mezey, Kluger, Maislin, &
Mittelman, 1996; Ward-Smith & Forred, 2005).

Families continue to need information and suppstheir terminally il member passes
from life to death. Just as families need guidaaroe support in making decisions to forgo
life-sustaining interventions, they need assistanggieving. But this need, too, is often
neglected. For example, one study found that biRd nursing facilities  surveyed, 99%
did not provide materials or any services for fgmilembers and primary caregivers on the
grieving process or bereavement after the deahi@fed one (Murphy, Hanrahan, &
Luchens, 1997).

The AICT model of care has the potential to fiksle unmet needs. This model of care
emphasizes the value of information, support, paaetonomy and family involvement in
offering nursing home residents with advanced deim@md their families a bigger role in
shaping end-of-life care. The quality of this esfdife care and of the dying experience
hinges on the ability to honor final wishes andnanage any pain or discomfort
experienced by the dying family member (PatrickleR003). The AICT, along with other
palliative care approaches, promote the empowerofehe terminally ill individual and
his or her family as they negotiate the stages/wmigd And from a practical, economic
perspective, the AICT provides a way to addressidezls of nursing home residents and
their families without hiring additional staff amdthout encountering the reimbursement
and regulatory barriers associated with hospice. car

Section I11: Methods

Study Desigr- This study used a 2 x 2 x 3 randomized part@dsover design. There
were two intervention conditions, two nursing hopeesd assessments were done at three
points in time. Nursing home residents were s@ddar eligibility and then randomly
assigned tareatment(AICT) or usual carg(UC) conditions. Treatment group residents
were assigned to the AICT for a period of eight kgeeDuring this same period of time,
the residents assigned to UC received ongoingtgpreal of the unit where they lived.

After eight weeks, the UC residents ‘crossed otgethe AICT treatment condition along
with residents randomly assigned to the treatmendition from the next cohort of
residents. As before, the duration of treatmers @ight weeks. At the end of the eight
week period, the treatment group returned to tlhalusare condition as the residents
assigned to usual care ‘crossed over’ into treat@lemg with residents assigned to
treatment from the next cohort of residents.

The process of randomly assigning residents tonrexat or usual care conditions repeated
every eight to nine weeks over the course of omae. y&his resulted in six discrete
intervention periods for each unit participatinghie AICT project. A total of 120
residents were selected to participate in thisystud
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Sample- The sample of 120 residents was drawn from twts @t Ozanam Hall and three
units at St. Patrick's Home. Both homes are gkiflarsing facilities operated by the
Carmelite Sisters for the Aged and Infirm. Ozansm 432 bed facility located in Queens
and St. Patrick’s is a 264 bed facility in the Brormhe sample size was determined
primarily through a power analysis using NQUERYo&ware which specified 60
residents in each condition (AICT & UC) to havefmudnt power (.8) to detect small to
moderate effect sizes in the primary outcome measur

All prospective participants were screened usingdlstandardized instruments — 1) the
Mini Mental State Examination (MMSE: Folstein et B75), 2) the Global Deterioration
Scale (GDS: Reisberg et al, 1982), and 3) the Awsrof Daily Living Scale (ADL:

Luchins et al, 1998). To qualify for inclusiontime sample, residents score@3

(presence of cognitive impairment) on the MMSE ati(moderate cognitive decline) on
the GDS. Both of these measures established shiticeof cognitive impairment for
inclusion in the sample. In respect to physicaadility, all participants needed assistance
on at least four ADLs to qualify for the study.

Residents with serious medical complications (@sgiration pneumonia, difficulty
swallowing, and dehydration decubitis ulcers) wexeluded from the study because their
condition would require immediate treatment. Timsnediate need for treatment would
preclude the random assignment to the AICT or usata@ conditions and confound any
effects attributable to the AICT. All residentsested for the AICT carried a diagnosis of
dementia and many of the participants were diaghogth Alzheimer’s disease.

Data Collection -Demographic and other data were collected on retdnd family
members/surrogates at baseline. This data inclagedgender, education, income, marital
status, race/ethnicity, and religious affiliatioData pertaining to each resident’s primary
diagnosis and co-morbid health conditions was eddlected.

Data on the primary outcome variables was colleati¢itin two weeks of random
assignment to AICT or UC conditions. Standardizmetruments were used to asspas
(FLACC Scale: Merkel et al, 1997 & Pain Assessnietdvanced Dementia Scale:
Warden, 2003)agitation (Cohen-Mansfield Agitation Inventory: Cohen-Maweddi, 1989),
depressior(Cornell Scale for Depression in Dementia: Alexalps et al, 1988), and
spiritual life (spiritual assessment developed by nursing hoaif.siThese measures were
repeated at eight and sixteen weeks after theibasedsessment. Nursing, social work,
and spiritual care staff all had data collectiospensibilities on the outcome variables.

Each resident’s family member/surrogate was giviEamaly satisfaction survey at baseline
and at post-test. This survey was comprised ofibstsuments — the FAMCARE Scale
and the Family Perceptions of Care tool. The FANREAScale is a 20-item survey that
measures the level of family satisfaction on a Bypscale that ranges from very
dissatisfied to very satisfied. The Family Permes instrument has 51 items which are
each scored on a 7-point scale ranging from styotighgree to strongly agree.

Quantitative/Qualitative Methods A mix of quantitative and qualitative methods &er
utilized throughout this study. Quantitative methavere used in testing the central
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hypothesis and in evaluating the variables of eger.e. pain, agitation, and depression. In
carrying out this analysis, a random effects reggjoesmodel (RERM) was the quantitative
method of choice because of its ability to incledses with missing data. Quantitative
methods were also used in evaluating responsée tiamily satisfaction surveys that were
part of this study.

Qualitative approaches were used in assessingitieial life of each resident, developing
individualized care plans, and in evaluating familgmber comments on the satisfaction
surveys. Although the spiritual assessment wasldped ‘in house’ by nursing home staff
for the two facilities in this study, there haveehexumerous instruments developed for
taking a spiritual history or assessment in a waoésettings (see, for example, Puchalski
& Romer, 2000).

Data Analysis The equivalence of the AICT and UC groups werdwated using
Student’s t and chi-square tests. In preparingiferanalysis of the outcome data, non-
normally distributed variables were transformedigsiquare root transformations. The
effects of Condition, Time, and Condition x Timéeraction effects were analyzed using
random effects regression models (RERM). The GQGmmdk Time interactions were of
particular interest since these reflect significdifferences between outcome variables in
the AICT and UC conditions over the course of titerivention period.

Conclusions- The design of this research study and the sattimgnich it was conducted
ensured that a relatively homogeneous populatiamdvoe selected for this study. The
subject selection process included clinical scragras well as the utilization of
standardized instruments, to identify a pool ofdests with roughly equivalent cognitive
and functional capacities. Random assignment @TAdr UC conditions further increase
the likelihood that any conclusions drawn from tésults of this study will be attributable
to the intervention being tested.

Section | V: Results

Table 1 summarizes the demographic data for ah@hursing home residents who
participated in this study. The similarity of msnts in the AICT and UC groups is evident
when reviewing the data on education, income, gerohel race. There was a difference in
the mean ages, however, with AICT residents aviega8#.82 and UC residents averaging
88.00. The large majority of residents had headite proxies and, in most cases, family
members were identified as the resident’s proxy.

The 3.18 year age difference between AICT and Ustvehin Table 1 was significant at
the p < .05 level. Because of this significanfedi#nce in age, all outcome analyses were
conducted with age as a factor. None of thesg/s@slfound interaction effects, therefore,
age was not included as a factor in subsequenysatal All analyses reported in the
following section are for the main effects of Cdra, Time, and Condition x Time
interactions. The Condition x Time interactions af particular interest since these show
any significant differences between the AICT and ¢d@ditions over a given period of
time.
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Table 2 shows the demographic data for the resttarhily members who agreed to
participate in the family satisfaction portion bfd study. There are strong similarities
among respondents in AICT and UC with most beingied white, and female. The
average educational levels for respondents inibeconditions are also very closely
matched at 15.41 (AICT) and 15.80 (UC) years. Watpect to age, the 0.17 year
difference between AICT and UC family members waissignificant.

Table 3 shows the results of the RERM analysislutied in this table is a summary of the
AICT and UC resident scores on the variables @fregt during the baseline to 8-week
intervention period. The FLACC Pain Scale scolesisa significant reduction in pain for
residents in both AICT and UC conditions over thgeivention period. This is a positive
outcome that is expressed in Table 3 as a signifietiect of time. On a less positive note,
there is no discernible difference between AICT di@igroups in respect to a reduction in
pain. Had there been a significant difference ketwthe AICT and UC groups, a
Condition x Time interaction effect would have bediserved.

The most positive outcome in Table 3 is on the @eaMansfield Agitation Inventory
(CMAI). The CMAI is comprised of three behaviosalbscales (aggressive, physically
nonaggressive, and verbally agitated) which arevaha the table. The positive outcome
is a significant Condition x Time interaction efféc the ‘physically nonaggressive’
(pacing, repetitious sentences or questions, imgyjate robing/disrobing, general
restlessness, trying to get to a different plagpeetitious mannerisms) subscale of the
CMAI. This Condition x Time interaction revealsathAICT residents experienced a
significantly greater decrease in physically nomaggive behaviors than UC residents.
This was the only outcome measure to reach statisignificance in support of AICT’s
superiority over UC in reducing targeted behaviors.

Although the results displayed in Table 3 offenydithited support for the superiority of
AICT over UC, the data suggests that the residerttas study benefited from the AICT
interventions. For example, the ‘aggressive’ aratbally agitated’ subscales of the CMAI
show significant reductions in the measured belavar residents in both conditions
(AICT and UC) from baseline to the 8-week end poiReductions in the mean scores
were greater in the AICT groups than in the UC gsolut this difference was not
statistically significant. Also, there was a sigrant time effect for all three subscales as
all variants of agitated behavior decreased owe8tlveek intervention period.

The third outcome measure summarized in Tablel&i€ornell Scale for Depression
(CSD). The CSD has five subscales (mood-relatgtssbehavioral disturbances, physical
signs, cyclic functions, and ideational disturba)aehich are totaled to arrive at a ‘total
depression score’. Over the course of the inteirmenAICT and UC groups reduced their
total depression scores. However, the reductigharotal depression scores failed to
reach statistical significance. The behavioraiulisances subscale was the only CSD
subscale to register a time effect with a decreatige mean scores for residents in both
AICT and UC arms of the study. No interaction effewere observed in any of the
subscales or in the total depression score of 82.C

The last scale shown in Table 3 is the Pain Asserssm Advanced Dementia Scale
(PANAD). There is a time effect noted in the tathlat is attributable to the drop in pain
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scores for both AICT and UC residents during therirention period. The AICT group
experienced a larger drop in their pain scores thatJC group but the difference in the
mean scores of the two groups was not statistisailyificant.

Three additional analyses were performed to disaaynother possible treatment effects.
Recall that in the crossover research design, theddidents received the AICT
intervention after participating in the eight wesgkatrol condition. Therefore, a paired
samples T test of the UC group was used to exathanevo change scores: the difference
between the baseline and post-test scores, artiftheence between the post-test and
follow-up scores. This test was performed to $deei UC residents showed any
improvement after completing the AICT interventioflthough a decrease in the mean
scores was observed on most of the outcome medslio®ging the intervention, none of
these reached statistical significance. This tesal have occurred because significant
time effects were already shown for control grpapticipants from pre to post-test.

A second analysis (RERM) compared the effectseaitinent for the AICT group from
baseline to post-test, and the UC group from pestib follow-up. This analysis helped
determine if the intervention was effective forlib@dtiCT and UC groups. If the AICT
intervention was effective for both groups, thelgsia should reveal significant time
effects but no Condition x Time interaction. Aftenning the analysis, it was found that
both groups experienced a decrease in the meagssoomost of the outcome measures.
Significant time effects were observed on the FLAZ@M PANAD scales as well as on all
three subscales (aggressive, physically nonaggeesatrbally agitated) of the CMAL.

This indicates that AICT was effective in reducpain and behavioral disturbances over
time.

The third analysis that was carried out calcula&tiéeict sizes for each of the outcome
variable analyses. A moderate treatment effectfaasd on the physically nonaggressive
(.53) subscale of the CMAI. This is not too suspry since the physically nonaggressive
subscale of the CMAI was the only outcome measueehieve a significant Condition x
Time interaction. In addition to this finding, @a\-moderate treatment effect was observed
on the verbally agitated (.33) subscale of the CAd on the mood-related (.33) subscale
of the CSD. Although neither of these measuregeael a significant Condition x Time
interaction in the first RERM analysis, the AICT amescores decreased more than the UC
mean scores on both of these subscales. This gshawihe AICT group had a greater
reduction in the targeted symptoms than the UCmiau the difference between the two
groups did not reach statistical significance.

Table 4 summarizes the results of the ‘Family &atteon Surveys’ administered during
the course of this project. These surveys includledrAMCARE Scale and Family
Perceptions of Care Tool. As shown in Table 4 nl@an scores for AICT are higher than
UC on both scales at Time 1 and at Time 2. THisats a slightly higher level of
satisfaction and more favorable perception of cathe AICT group although the
difference is not statistically significant. Irctaboth AICT and UC families were satisfied
with the care their family member was receivindnisTis reflected by FAMCARE scores in
the 80 — 100 range which correspond to a satisfieery satisfied level of satisfaction.
The Family Perceptions scores also speak to thordhle view of care by resident’s family
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members. This is evident in mean scores in the-2857 range which covers the
favorable perceptions side of the rating scale.

Given the generally high level of satisfaction watire at baseline, and the stability of the
scores between conditions and over time, it idylikeat a ‘ceiling effect’ was operating in
respect to the family satisfaction surveys. Thifrther supported by comments written
on the surveys by family members at both pretedtparsttest. These comments were
consistently positive and reflected a high levetatisfaction with the care their family
members were receiving.

Section V: Strengths & Limitations

There are certainly many challenges in carryingemat-of-life research within the context

of a nursing facility. There are measurement issaenursing home residents who are
non-verbal or who are unable to self-report relialfDther pertinent issues include ethical
considerations and regulatory guidelines that afieev this kind of research is carried out.
In managing all of these contingencies, the ovéragecgoal is to design a rigorous,
scientifically sound research project that respants supports residents and their families
as they deal with end-of-life care issues. Stglkarbalance between the demands of sound
research and the needs of families and their didatlembers created a project with a mix
of strengths and limitations.

One of the strengths of this study was that ita¢d a rigorous, empirically grounded
research design to determine the effects of treatm® partial crossover research design
was used and participants were randomly assignedrwol (UC) or treatment (AICT)
conditions. Random assignment is an important eterof scientific research because it
prevents selection bias in assigning participamtsontrol and treatment conditions. The
partial crossover design contributed to the stiegthis study in that it allowed the
control group to benefit from treatment by ‘crogsover’ into the AICT condition after
serving as controls for an eight week period. adtieantage of this design is that a control
group is established but none of the participagitgisg as controls are denied the potential
benefit of the treatment condition.

A second strength of this study, but also a linotatwas the homogeneity of the resident
population. In reviewing the demographic data @nésd in Table 1 and in the preceding
‘Results’ section, it is clear that the nursing eorasidents in this study were very similar.
Over 90% of the residents were female, more th&a 8%&re white, and 70% were
widowed. Their levels of cognitive functioning weeallso similar as indicated by the
narrow range of scores on the Mini Mental State @lubal Deterioration Scale. The
advantage in having a homogeneous subject poeats/ariability between treatment and
control groups is minimized. Also, conclusionsvangby the study are more credible when
applied to groups or populations that match thgestilpool. The limitation of having a
homogenous subject pool is that treatment effeetsiat generalizable to individuals
outside the study population. In this study, feample, men and minorities were not well-
represented.
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Another limitation of this study was the failureaohieve statistically significant Condition
x Time interaction effects on all but one of theamme variables. Significant interaction
effects would have pointed to clear differencesveen UC and AICT conditions over a
discrete period of time. These differences, igealbuld confirm the hypothesis that
AICT is more effective than UC in reducing symptosash as agitation, depression,
discomfort, and pain, which were targeted in thislg.

In spite of this failure to achieve significant Gatiron x Time interaction effects, there
were Time effects that showed a decrease in the sm@es on the FLACC, CMAI,
PANAD, and on the behavioral disturbance (agitatrestlessness, slowed speech,
reaction, and/or movements, multiple physical cammp$, and less involvement in normal
activities) subscale of the CSD. This decreagk@mmean scores suggests that the
residents in both UC and AICT groups experiencedesonprovement in their agitation,
pain, and the listed behavioral disturbances ogven eight week period. Although these
results do not demonstrate the superiority of Av&r UC in reducing the symptoms
targeted in this study, the decreasing scores®outcome measures are a positive finding
that should not be overlooked or dismissed. Adddilly, the significant time effects when
comparing baseline to post-test changes in AICTigiants with post-test to follow-up
scores of the treated UC participants suggest®IGE may be effective in reducing pain
and all three types of agitation that were meashyetthie CMAI.

This improvement in both groups could be attriblgdab a contamination effect from the
AICT to the UC condition. This contamination magvlk occurred in the process of
balancing the demands of research with the needssimfents and their families. More
specifically, residents and their families begaerigage in a helping partnership with
researchers and nursing home staff prior to beindamly assigned to AICT or UC. For
example, all families were invited to family infoational meetings with researchers and
nursing home staff. The purposes and goals gbihyect were described, questions were
answered, and consents to participate in the AES€arch project were obtained. This
opportunity for families and staff to interact afteesulted in the identification of problems
followed by problem solving activities prior to ttart of the intervention. Although this
early engagement in team problem solving was cargawmith the research plan for
residents immediately entering the AICT conditithrg residents assigned to the UC
condition received a premature AICT benefit. Thas a limitation born of the need to be
responsive to residents and their families. Inyrastances, it would have been
inappropriate to delay a response to these problems

Additional opportunities for contamination of th€group occurred because it was not
possible to blind researchers, nursing home statf,families to the AICT and UC
conditions. This limitation was a consequencenheffroject’s goal to engage all parties in
the team process during the intervention periodririg this eight week period,
researchers, staff, and families collaborated t@lbp care plans that accurately reflected
family concerns. There were several formal (tea@etings) and informal (telephone calls,
nursing home visits) opportunities for family memnso participate in this process. The
collaborative nature of the AICT intervention etigely precluded the blinding of key
participants.
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The Family Satisfaction Surveys that were conductetturrently with this study provided
valuable feedback about the perceptions and Idaatsfaction experienced by the family
members of the nursing home residents who parteipia this study. The scores on the
FAMCARE Scale and Family Perceptions instrumensdiantly reflected a high level of
satisfaction with the care at both nursing homé&fsitten comments on the surveys
repeatedly spoke of “excellent care” provided bgditated, caring professionals”. Many
family members wrote that Ozanam/St. Patrick’s thasbest possible place for their
‘loved one’ to be given the level of care required.

One limitation of these surveys was the ceilinge@fflescribed in the ‘Results’ section.
This effect virtually eliminated the possibility bhding an increase in the satisfaction of
families after the AICT intervention. Another litation was the low percentage of
complete survey sets which were comprised of sgrag¢ypaseline and post-test. There
were just 58 of 118 survey sets that were compl@@#). These were mailed surveys
and a higher rate of completion could undoubtedlathieved through personal or
telephone interviews.

Section VI: Conclusions

The hypothesis for this study was that nursing hoesalents assigned to AICT would
experience significant (p < .05) decreases in ghstomfort, depression, and agitation
compared to residents assigned to UC. A signifid#ference between AICT and UC was
observed on the physically non-aggressive subsédlee CMAI but this level of
significance was not achieved on the other outcoreasures. These findings provide only
partial support for the hypothesis that AICT wobklsuperior to UC in the reduction of
pain, discomfort, depression, and agitation in imgrfiome residents with dementia.

It should be noted that most of the measures shavegghificant improvement in the
targeted symptoms over time. Time effects werentesl on the FLACC, CMAI,

PANAD, and on the behavioral disturbance subsdalleeoCSD. Although this finding
does not support a difference between AICT anditdes show that the residents in the
study benefited from a reduction in bothersome sgmp over time. As discussed in the
‘Strengths and Limitations’ section, there was aamnhation of the UC condition
attributable to the crossover research designtadeed to be responsive to residents and
their families as they were being oriented and gadan the AICT study.

There are alternative research designs and steatdmat would better manage the problem
of contamination. One such design would enlistgheicipation of numerous nursing
homes in diverse geographic regions. Units froohexd the participating homes would
then be randomly assigned to treatment (AICT) otrd (UC) conditions. This type of
design would require a large number of units amebiild be much more expensive to
carry out. Itis, however, an alternative desigat tvould retain a rigorous, scientific
grounding.

Another objective of this study was to evaluatedfiectiveness of AICT in increasing
residents’ family member’s satisfaction with theectheir loved ones were receiving at the
two nursing homes. Prior to the start of the Ali@fErvention (pre-test), the surveys were
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completed by family members. These pre-test ssrgbpwed that family members had a
positive perception of the homes and were satisfighl the care provided at both facilities.
Upon completion of the AICT intervention (post-)esihe surveys were once again
completed by family members. Family members camtihto report a positive perception
of the homes and they continued to be satisfiel thi¢ care provided. There was virtually
no change in the surveys from pre-test to postaedtvery little room for significant
improvement. In view of these survey results, AMEs not able to improve family
member’s satisfaction with the care provided attéhe participating nursing homes.

A third objective identified at the beginning ofglproject was to ensure the continuation
of the AICT program after the study ended. Thigotive was only partially realized. The
AICT program as a discrete program did not contiaiLine end of this study although
elements of the AICT model were incorporated ihway care teams operated at each
facility. For example, a ‘five pains’ assessmeanfework was used during the AICT care
planning sessions to help identify potential sosii@iepain for each of the residents
participating in the study. These ‘five pains’lumbed emotional, familial, physical,
psychological, and spiritual pain. Supervisors diméct care staff found this framework to
be useful in evaluating residents and in formutatiare plans that sought to improve the
comfort level and life satisfaction for each of tlesidents under their care.

The last objective of this project was to developA4CT Implementation Manual for
possible dissemination to other nursing homes w Merk State. An eighteen page
manual was completed and made available for dissdian in June '05. Staff at the ‘New
York Association of Homes and Services for the AJiiNYAHSA), the ‘New York State
Health Facilities Association’ (NYSHFA), and thertferican Association of Homes and
Services for the Aging’ (AAHSA) were contacted abtihe AICT project. The project was
described and the availability of the AICT Implertetion Manual was communicated to
staff at both associations.

After reviewing the AICT Implementation Manual, NHYWSA has agreed to post it on their
website for review and/or downloading by their mensb In addition to this, they have
agreed to alert their membership about the avéithabi the manual through their
September newsletter. NYAHSA currently has over 66rsing homes (not for profit) in
its membership base.

NYSHFA was also interested in making the AICT Inmpéntation Manual available to its
members through their electronic website. Theeecarrently 350 nursing homes (for
profit) that belong to NYSHFA.

The AICT Implementation Manual is currently beimyiewed by AAHSA to determine
the suitability of this document for disseminatiortheir membership and the best vehicle
for providing this resource to a nationwide audeenc

Finally, the AICT Implementation Manual will be nadvailable through the Institute of
Gerontology at the University at Albany websitehisTwill be a potentially helpful
resource for individuals or organizations that dd&long to the aforementioned nursing
home associations.
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Table 1. Resident Demographics and Other Deseeiata

Variable ucC AICT Statistic
Age 88.00 84.82 t=2.561*
Education 11.49 10.96 t=1.073
Income $647.50 $567.75 t=.184
Mini Mental State 6.80 7.26 t=-.321
Global Deterioration 5.66 5.49 t=1.089
Activities of Daily Living 7.62 9.04 t=-1.871
Gender (%) v>=1.182
Female 98.4 94.7
Male 1.7 5.5
Marital Status (%) v>=3.117
Married 16.4 8.8
Single 13.1 19.3
Separated 0.0 1.8
Widowed 70.5 70.2
Race/Ethnicity (%) v>=1.934
White 85.0 87.7
Black 5.0 5.3
Hispanic 6.7 7.0
Other 3.3 0.0
Health Care Proxy (%) v>=1.490
No 7.0 14.0
Yes 93.0 86.0
Proxy’'s Relationship to Resident (%) v>=5.859
Spouse 10.0 0.0
Sibling 4.0 4.3
Child 72.0 72.3
Other 14.0 23.4

*p<.05; * p<.01; **p<.001
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Table 2. Family Member Demographics

Variable ucC AICT Statistic
Age 58.33 58.50 t=-.041
Education 15.80 15.41 t=.506
Gender (%) v>=.010
Female 63.2 61.8
Male 36.8 38.2
Relationship to Resident (%) v*=5.703
Spouse 10.5 2.9
Daughter 26.3 52.9
Son 31.6 20.6
Other family 21.1 17.6
Lawyer 0.0 2.9
Other 10.5 2.9
Marital Status (%) y>=.353
Married 73.3 70.4
Single 13.3 18.5
Divorced 6.7 3.7
Widowed 6.7 7.4
Race/Ethnicity (%) v>=1.500
White 82.3 87.1
Black 11.8 3.2
Hispanic 5.9 9.7
Other 0.0 0.0
*p<.05; *p<.01; **p<.001
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Table 3. Care Recipient Outcom

Baseline 8-weeks F
Variable M SD M SD Conditior Time Interactior
FLACC Pain Scale
Average Pain Over 5 Assessments
AICT 0.31 0.2¢ 0.2¢ 0.27 0.31 8.39** 0.0C
Control 0.3¢ 0.2¢ 0.3C 0.31
Cohen-Mansfield Agitation Inventory Sci
Aggressive Behavior
AICT 1.1€ 0.4 1.1C 0.2t 0.4¢ 10.35** 0.0¢
Control 1.2 0.4¢ 1.1¢ 0.3¢
Physically non-aggressive
behavior
AICT 1.64 1.1C 1.3C 0.6C 1.42 9.96** 4.22*
Control 1.3¢ 0.5z 1.2¢  0.4¢
Verbally Agitated Behavior
AICT 1.44 0.4¢ 1.2¢ 0.4Z 0.1Z 10.97** 1.4z
Control 1.44 0.61 1.3¢ 0.5:
*p<.05; *p<.01; **p<.001
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Table 3. Care Recipient Outcomes (continued)

Baseline 8-weeks F
Variable M SD M SD Conditior Time Interactior
Cornell Scale for Depression in Dement
Mood-Related Signs
AICT 0.2¢ 0.2¢ 0.2z 0.3C 0.01 3.11 1.12
Control 0.28  0.27 0.2¢ 0.2¢
Behavioral Disturbances
AICT 0.17 0.2C 0.1z 0.2 0.5C 5.14* 0.11
Control 0.1¢ 0.2C 0.11 0.1t
Physical Signs
AICT 0.0z 0.1Z 0.0z 0.1¢ 1.9C 0.0z 0.11
Control 0.01 0.0¢ 0.01 0.0¢
Cyclic Functions
AICT 0.0z 0.1Z 0.0¢ 0.17 2.91 0.2z 0.2z
Control 0.0C 0.0¢ 0.0C 0.0:
*p<.05 *p<.0l, **p<.001
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Table 3. Care Recipient Outcomes (continued)

Baseline 8-weeks F
Variable M SD M SD Conditior Time Interactior
Cornell Scale for Depression in Dementia
(continued)
Ideational Disturbances
AICT 0.03 0.20 0.0¢ 0.21 1.9¢ 0.59 0.5¢
Control 0.00 0.00 0.0C 0.0C
Total Depression Score
AICT 0.11 0.14 0.0¢ 0.17 1.1¢ 1.48 0.1z
Control 0.08 0.08 0.07 0.0¢
Pain Assessment in Advanced Dementia Scale
Average Pain Assessment over 5 Da
AICT 1.64 1.46 1.2¢ 1.4 0.07 5.38* 0.2:
Control 1.76 1.38 158 1.5¢
*p<.05; *p<.0l;, **p<.001
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Table 4. Family Satisfaction Survey

Time 1 Time 2 F (df)
Variable M SD M SD Condition Time Interact
FAMCARE Scale
AICT 86.58 10.46 86.25 12.64 1.98 (56) 0.89 (43) 0.18 (43)
uc 82.77 13.46 80.8911.58
Family Perceptions of Care
AICT 290.92 36.85 288.21 39.11 3.96 (56) 0.39 (43) 0.02 (43)
uc 276.34 34.79 271.58 33.40

*p<.05 **p<.01; **p<.001
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